BACKGROUND: What patients perceive and experience within a patient-centered medical home (PCMH) is an understudied area, and to date, the patient perspective has not been an integral component of existing PCMH measurement standards. However, upcoming guidelines necessitate the use of patient-reported experiences and satisfaction in evaluations of practice and provider performance. OBJECTIVE: To characterize patients' experiences with care after PCMH adoption and their understanding and perceptions of the PCMH model and its key components, and to compare responses by degree of practice-level PCMH adoption and patient race/ethnicity. DESIGN: Qualitative study. PARTICIPANTS: Adult patients with diabetes and/or hypertension (n=48). APPROACH: We surveyed and ranked all PCMH adult primary care practices affiliated with one academic medical center with at least three providers (n=23), using an instrument quantifying the degree of PCMH adoption. We purposively sampled minority and non-minority patients from the four highest-ranked and four lowest-ranked PCMH-adopting practices to determine whether responses varied by degree of PCMH adoption or patient race/ethnicity. We conducted semi-structured telephone interviews with patients about their experiences with care and their perceptions and understanding of key PCMH domains. Interviews were recorded, transcribed, and imported into NVivo 10 for coding and analysis, using a modified grounded theory approach. KEY RESULTS: We found that patients uniformly lacked awareness of the PCMH concept, and the vast majority perceived no PCMH-related structural changes, regardless of the degree of practice-reported PCMH adoption or the patient's race/ethnicity. Despite this lack of awareness, patients overwhelmingly reported positive relationships with their provider and positive overall experiences. CONCLUSIONS: As we continue to redesign primary care delivery with an emphasis on patient experience measures as performance metrics, we need to better understand what, if any, aspects of practice structure relate to patient experience and satisfaction with care.
INTRODUCTION
The concept of the patient-centered medical home (PCMH) has gained support over the past decade from multiple stakeholders interested in strengthening the primary care delivery system, with the goal of providing high-quality, cost-effective, patient-centered care. [1] [2] [3] In 2008, the National Committee for Quality Assurance (NCQA) proposed operational standards to recognize medical practices as patient-centered medical homes, which have emerged as the most commonly used set of standards. To date, however, there is no set of standards that utilizes patient-reported data to evaluate whether practices are achieving stated goals and adhering to the principles of the PCMH. 4 Despite this fact, upcoming guidelines under the Affordable Care Act will require the inclusion of patientreported experience and satisfaction metrics in evaluations of primary care practice and provider performance. 5 What patients perceive and experience within a PCMH model is an understudied area, with limited information on whether patient perceptions vary by practice characteristics reflecting the degree of PCMH adoption. Moreover, there is limited evidence thus far that PCMH improves existing racial/ethnic disparities in primary care. [6] [7] [8] We do not know whether patient perceptions and experiences with PCMH differ by patient race/ethnicity, which is important for ensuring that the PCMH model provides equitable high-quality care. Therefore, we sought to characterize patient experiences with care after the adoption of PCMH, and their perceptions of the overall PCMH model and its key components, and to compare responses by patient race/ethnicity and the degree of practice-reported PCMH adoption.
METHODS
We conducted 48 semi-structured telephone interviews of patients from NCQA-recognized PCMH practices at the University of Pennsylvania Health System (UPHS) from November 2013 to April 2014. To determine whether patient responses varied by either the degree of PCMH adoption by a practice or the race/ethnicity of the patient, we purposively sampled to identify 48 respondents comprising 4 groups of 12 patients, representing the following: minority patients at high-PCMH-adopting practices, non-minority patients at high-PCMH-adopting practices, minority patients at low-PCMHadopting practices, and non-minority patients at low-PCMHadopting practices. Sampling details are further described below. The Institutional Review Board of the University of Pennsylvania approved this study protocol.
Sampling and Recruitment
Primary Care Practice Selection. Recruitment began by identifying all primary care practices affiliated with UPHS that served adult patients, had three or more providers, and had completed the NCQA PCMH recognition process, for a total of 23 eligible practices. At all eligible sites, practice managers or designees completed the Safety Net Medical Home Scale (SHCHS), a validated survey to quantify a practice's degree of PCMH adoption. 9, 10 The survey was designed to capture elements pertinent to serving diverse socioeconomic populations in a variety of primary care settings, and not exclusively safety-net clinics. 9, 10 We scored and ranked practices on the degree of PCMH adoption using a scoring algorithm accompanying the survey that produces a total medical home score (scale of 0 to 100) based on the average of six domains: access and communication, patient tracking and registry, care management, test and referral tracking, quality improvement, and external coordination. Further survey and scoring algorithms are detailed elsewhere.
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Among UPHS practices, overall PCMH adoption scores for all 23 eligible practices ranged from 28.4 to 71.6, with a mean score of 57.6 and standard deviation of 9.2. We selected the four highest-and four lowest-scoring practices, representing high and low PCMH adopters, from which to recruit patients. Table 1 depicts the differences in mean scores for the six PCMH domains and overall adoption between these highand low-PCMH-adopting practices.
Patient Respondent Selection. We selected minority and nonminority patients from the eight practices identified above, employing a non-proportional quota sampling strategy. 12 We identified potential respondents from the practice-based registry of adult patients who met the following eligibility criteria: had a diagnosis of hypertension or diabetes, were seen at their clinic in the past 12 months, and were English-speaking. We focused on patients with at least one chronic condition, hypertension and/or diabetes, in order to target a patient population more likely to use primary care services and potentially benefit from PCMHs. We categorized minority patients as those who self-identified as Hispanic/Latino, black/African American, or Native American/Pacific Islander, and non-minority patients as those who self-identified as non-Hispanic white/Caucasian. Of the 591 potential respondents, 127 could not be reached via telephone, 60 refused to participate, and 34 did not meet eligibility criteria. Of the remaining 370 potential respondents, we selected the first 48 who agreed to participate with informed consent.
Data Collection
We used a semi-structured interview guide including both open-ended items and highly structured, Likert-scaled survey questions. An interdisciplinary research team of experts in qualitative methods and primary care created the guide to assess respondents' experiences with delivery of care at their practices post-PCMH adoption and their perceptions and understanding of the overall PCMH model and key components. Questions were centered on the following PCMH domains: patient-provider relationship, shared decision-making, teambased and coordinated care, electronic health records, and enhanced access to care. Respondents were told up front in the interview to focus their responses on any problems that they had encountered or any changes they had experienced with care delivery at their primary care practice. Trained research assistants from the Mixed Methods Research Lab of the Department of Family Medicine and Community Health at the University of Pennsylvania 13 conducted the semistructured telephone interviews, each lasting approximately 30 min. During the interview, we asked respondents to report age, race/ethnicity, length of time at the practice, and length of time with the provider. Each respondent received a $25 incentive upon completion of the interview.
Data Analysis
Interviews were audio-recorded and transcribed by an independent transcription agency. Transcripts were stripped of personally identifiable information and imported into NVivo 10 14 for coding and analysis. Our authors, comprising experts in qualitative research and content experts in PCMH and primary care processes, met routinely to design and execute the study. We applied elements of grounded theory analysis to explore the data by simultaneous data collection and analysis, conducting continuous comparison across cases, and constructing codes based on concepts emerging organically from the data. The codebook contained ideas that emerged directly from the data as well as a priori constructs focused on the domains and intended goals of the PCMH model. We tested the codebook on the first ten transcripts and iteratively refined and restructured it to fit the data. Coding was performed by two trained research assistants. We used SPSS version 22.0 to quantify inter-rater reliability or the degree of agreement between the two coders in a subset of ten transcripts (21 % of total sample). The degree of agreement, or kappa, ranged from 0.62 to 1, with a median kappa of 1, or perfect agreement. All coding disagreements were resolved by consensus, with authors present during the coding meetings. Once all transcripts were coded into broad categories, each broad code was further deconstructed into emergent subcategories to assess patterns across the experiences of all respondents as well as between each of our sampling categories, patients from high-versus low-PCMH-adopting practices, and racial/ethnic minority versus non-Hispanic whites. In addition, we explored differences in participant responses by other demographic and clinical characteristics.
RESULTS
About 46 % of respondents self-identified as African American, 44 % were between the ages of 41 and 60, and 56 % were female. Sixty-one percent of respondents were diagnosed as having high blood pressure, 8 % had a diagnosis of diabetes, and 31 % had been diagnosed as having both conditions. The median length of time that respondents had been at their PCP's practice was 7 years. and the median length of time that respondents had been seeing a particular PCP was 4 years. Table 2 provides a summary of respondent characteristics.
Participant responses to the semi-structured interviews were categorized into the following themes: 1) their overall experiences with care at the clinic post-PCMH adoption and 2) their understanding and perceptions of the PCMH model and key domains, namely shared decision-making, team-based care and care coordination, electronic medical records, and access to medical care.
There were no consistent patterns or differences in participant responses by demographic or clinical characteristics-for example, those with diabetes versus hypertension versus both. Importantly, no differences were found based on selfidentified racial/ethnic categories or between high-and low-PCMH-adopting practices for any of the themes detailed below.
Overall Experience with Care
Respondents were all asked to describe their general experiences of care at the clinic. Overwhelmingly, responses indicated positive assessments and centered on their experiences and relationship with their PCP. The vast majority of respondents reported positive relationships with their PCPs. Providers that were viewed favorably were considered reliable, medically adept, professional, and having agreeable personalities. In addition, respondents attributed positive relationships to PCPs who expressed genuine concern and were engaged in their patients' personal and medical well-being. The provider relationship appeared to influence respondents' overall experience as well as their perceptions on specific PCMH domains.
Understanding and View of PCMH (Table 3) When asked directly, none of the respondents were familiar with the PCMH model, and all were initially unaware that their practices were PCMHs. Several expressed confusion about the model and its components, often related to a lack of familiarity with the concept or misunderstanding it, e.g. BWhere they come to your house?^(Participant 14997) Ten respondents felt that the PCMH model description represented the care they received, but did not originally connect the care with a specific model or initially provided inaccurate descriptions of a PCMH. The majority of individuals, even after hearing the description of the PCMH model, did not connect the model to the care they received at their practices.
After hearing a description of the PCMH model, more than half of respondents expressed either support of the model overall or support with some reservations. Supportive respondents described a variety of benefits of PCMH, ranging from efficiency of care for complex conditions to an improved understanding between patients and providers. Some cited reservations, including questioning whether the model would hinder after-hours appointment availability or their ability to maintain continuity with their provider. Others expressed concerns over the applicability of PCMH to their situation or care needs. Some respondents noted that while they supported the idea in theory, they would have to experience it to truly assess its benefits. Lastly, two individuals viewed the model negatively, describing PCMH as a short-lived trend or endeavor lacking substance or impact.
Experiences with Key PCMH Domains (Table 4) We found no discernable pattern between the respondents' experiences of care and the changes that practices reported they had made in the key PCMH domains below.
Shared Decision-Making. Respondents often described shared decision-making by specifying who should be engaged in discussions around medical treatment and medication decisions. Many believed that medical decision-making should primarily involve the patient and their doctor; however, some focused on the involvement of other stakeholders, such as family members and medical professionals. Notably, eight respondents did not reference themselves as a part of the shared decision-making process.
Respondents generally expressed a feeling of ownership of their medical decisions, yet largely relied on the expertise and advice of their PCP. Most articulated a sense of complete trust and comfort with their doctor's recommendation. Respondents who expressed having good rapport with their PCP were more likely to make suggestions or voice their opinions. Some respondents claimed that they participated in shared decision-making, without ever questioning or having interest in questioning their doctor's advice. Others stated that they felt unqualified to participate in medical decisions, as they were not medical professionals.
Team-Based Care. Respondents often attributed team member roles to their general office/clinic functions rather than specific job titles, such as noting individuals who took their vitals, fielded their calls or e-mails, handled paperwork and sign in/ sign out procedures, made appointments, and managed prescription refills. Importantly, almost all non-medically focused staff appeared to be viewed as secondary to the patient's PCP in terms of their role in overall patient care.
Care Coordination. Discussions centered on care coordination after receiving specialist care or after an acute medical event. While some described phone calls or electronic communication between their PCP and other providers, respondents were just as likely to describe not actually knowing how their PCP received information from specialists or other outside providers, but felt it was occurring. The majority of respondents did not report any difficulties with care coordination.
Electronic Medical Records (EMR).
The majority of respondents viewed EMR favorably and saw its benefits in record keeping, improving communication, and care coordination. Fourteen respondents expressed some concerns with EMR, the majority of which centered on information security and privacy, with the next most common relating to a concern that the use of the EMR would hinder their provider's ability to listen effectively while typing.
Access to Care. Respondents commonly referenced both positive and negative experiences in accessing care over time. The most common challenges encountered included difficulties scheduling appointments due to provider availability, difficulty reaching front desk staff, and wait times on phones, as well as accessing specialty care outside the practice. The majority felt they were able to easily communicate with their doctor between appointments via phone or e-mail.
DISCUSSION
In summary, our study examined patients' understanding and perceptions of care within PCMHs, and whether their experiences varied based on the degree of PCMH practice adoption or because the respondent was a racial/ethnic minority. We found that the overwhelming majority of respondents were unaware of PCMH concepts and the fact that their practice was a PCMH, regardless of the degree of PCMH adoption or their race/ethnicity. Moreover, this lack of understanding did not seem to affect experiences with care, which appeared to be dictated by respondents' overwhelmingly positive relationships with their providers. In addition, we found no discernable pattern between respondents' experiences of care and the vast majority of reported changes made by practices in adopting the PCMH model. For example, respondents often perceived changes in access to care, both for better and for worse, irrespective of the practice's reported efforts in implementing structural processes that improved access. We propose three possible reasons for this finding. The first could be the lack of effective dissemination of PCMH principles to all staff throughout the practice. For example, in our study, we surveyed practice management to assess the degree to which practices adopted PCMH standards, yet for domains such as enhanced access and care coordination, patients' experiences may relate more to the front desk staff's steadfastness to these principles than to practice leadership's perceptions. If those directly involved in patient scheduling and referrals consistently adhere to PCMH-related policies, patients may be more likely to perceive the benefits. Currently, practice administrators or designated personnel report on the practice's policies in order to be recognized by the NCQA as a PCMH. However, there is a lack of knowledge on how such practice policy translates into the daily realities of BWho helps with my care? All that works there. I think the crew is efficient. The lab technician is very efficient. The aides that take the blood pressures, and whatever else, and they're very efficient.^-(Participant 14985) Care coordination BWell, I feel like he [Doctor] was informed about it, because with the office called me to say would you come in, because I had to see my surgeon at 2 weeks, and then go to see him [Doctor]… I was happy that they called me. It was probably [Doctor's assistant] that called me, I think, and said we were aware that you had your gallbladder out and would you call and make an appointment. And I think that's how it happened.^-(Participant 61316) Electronic health records BI think it's great, only because now when I go see other doctors, they can pull it up on their computer or they can see what the last notes that was made on me, so they would know where I'm at.^-(Participant 48884) BI haven't had that great of a concern other than hopefully the wrong people don't get into it. The people will-just the everyday neighbors or anybody can get into your records. Or people that know you and work in a specific place may decide to just go into your records. Yeah, I'm concerned about that.^-(Participant 14985) BI am somewhat not comfortable with it. I think they should be able to spend more time speaking to me instead of typing in so much. But I don't mind.^-(Participant 48792) Access to care Scheduling appointments BI was able to always get an appointment regardless of whatever time fit my schedule… So I really like that office because they do work around my schedule.^-(Participant 63780) BI can't get an appointment for maybe a week or a month, she's always booked up, and I don't like to see other doctors, so that's why I guess I can say it's kind of hard getting an appointment with her unless I'm extremely sick, they'll fit me in, something like that. But the whole time on the phone is horrible. They put you on hold, and sometimes even they don't come back. practice operations. With any administrative policy requiring a change in practice structure and work flow, the degree of adoption is influenced by several organizational factors, including size and culture, and not merely the amount of time elapsed since implementation. 15, 16 A greater understanding is needed of the organizational factors influencing a practice's degree of PCMH adoption, including the awareness and commitment not only of practice leadership and primary care providers, but of all employees. [17] [18] [19] A second potential reason for the lack of perception among respondents of structural changes intended to benefit them is the targeted population. Although practices have adopted PCMH standards uniformly for all patients, for our study, we chose to focus on patients that had at least one chronic condition, namely, diabetes and/or hypertension. While all respondents lacked an understanding of what PCMH was, when it was described to them, several did not perceive their need for such a model. This sentiment echoes a proposed notion that rather than instituting primary care redesign for all, practices implementing the PCMH model should direct efforts towards a select few with greater needs. 20, 21 How practices best define this target population warrants further inquiry, as our study suggests that enlisting those with either hypertension or diabetes or both may not be adequate. Other possibilities include targeting patients with poorly controlled chronic disease or those with complex conditions and a lack of social support, or directing efforts towards high-cost utilizers such as patients with repeated hospital readmissions. [20] [21] [22] Third, the changes that practices adopt and report on to become PCMH models may not drive overall patient experience. We found that the relationship with the primary care provider uniformly drove patients' overall care experience. While these findings are consistent with prior work, [23] [24] [25] [26] [27] what is unique to our study is the context in which this occurred. As practices adopt PCMH standards calling for team-based care and greater patient agency in decision-making and care management, what appears to matter almost exclusively to the patients is their relationship with their PCP. Discussions around PCMH adoption have centered on the need to change provider culture, 28, 29 but less noted is the need to change the expectations of the patient, or consumer culture. The traditional provider-centric paradigm continues to dominate patient experience, as our findings further substantiate. The question raised by our results is how to shift the PCMH model towards transforming that ideology for patients while supporting the relational aspects of care that they value most.
The lack of a distinct pattern in participant responses by race/ethnicity may reflect a future challenge in interpreting patient perspectives on outpatient care experiences. Prior literature demonstrates a positive response tendency in consumer health-related surveys among non-Hispanic black compared to non-Hispanic white respondents, and may explain our findings. 30, 31 Participants in our study provided overwhelmingly positive responses, possibly due to selection bias, which may also explain the lack of differences by race/ethnicity.
Patients' interpretations of the PCMH and its domains often appear to differ in both practice and theory from definitions utilized by the medical community. For example, many respondents questioned the necessity and value of PCMH, without recognizing that they were already participating in the PCMH model of care. Moreover, many respondents voiced the importance of shared decision-making, claiming that they were participating in it, while also expressing no interest in questioning their PCP on their treatment plans. As we move forward with primary care redesign efforts that emphasize engaging patients not only in managing their health, but also in providing feedback on ways to improve delivery, 18 a unified understanding among all stakeholders of the terms and concepts used to describe our efforts is paramount.
LIMITATIONS
Our study had limitations. These findings may lack generalizability, as we conducted the study in one network of practices. However, UPHS primary care practices are a diverse group of suburban and urban practices in New Jersey and Pennsylvania. Moreover, after reaching thematic saturation, we continued to sample by practice and patient characteristics to ensure the diversity of our sample and to examine responses stratified by key characteristics. We interviewed only English-speaking patients, and while we oversampled minorities, the perspectives of patients who were not fluent in English were not represented. Our findings may be subject to selection bias, as the patients who agreed to participate in these interviews may have represented differing views from those who declined. However, our study employed patient registries to recruit patients; thus, unlike visit-triggered interviews or surveys, we attempted to garner the perspectives of a broader set of patients affiliated with the practice outside the immediate clinical encounter.
CONCLUSIONS
Patient-centeredness is the cornerstone of the medical home model, with evidence to support its importance in utilization of the PCMH and quality of care. 6, 32, 33 Medical homes can be reliably patient-centered only if robust methods are used to incorporate patients' experiences in PCMH implementation and evaluation. This study underscores the role that patient perspectives can play in the assessment of practice initiatives in primary care redesign. It illustrates the importance of the provider patient relationship over all other aspects of care delivery, and highlights the need to determine how to preserve this relationship as practices adopt a team-based approach and incorporate EMR and further technology to communicate with patients and coordinate care. Lastly, as we redesign primary care delivery with an emphasis on patient experience measures as performance metrics, these findings highlight the need to determine what aspects of the practice structure actually relate to patient experience and satisfaction with care.
